This session will discuss the ethical dilemmas involved in an advance directive that asks the provider to withhold food and fluid in patients with dementia. The presentation will focus on the dilemma of autonomy and the injustice inherent in a decision to implement or to refuse to implement the advance directive. A panel discussion by members of the Society Ethics Committee will follow.
Learning Objectives
By the end of the session, participants will be able to: • Syphilis studies in Tuskegee (exposed in 1972) • Advances in medical technology (dialysis 1960s, ICUs 1960s, mechanical ventilation late1960s, ) • Karen Ann Quinlan (1976) • 1970s: National Commission for the Protection of Human Subjects • "I no longer enjoy simple activities" • "I no longer recognize my children or spouse" • "I no longer laugh" • "I can no longer walk" • "I no longer read" • " I no longer speak in coherent sentences" Menzel P and Chandler-Cramer, M. "Advance Directives, Dementia and Withholding Food and Water by Mouth". Hastings Center Report 44, no. 3 (2014), pp. 23-37. 3 Residents in Your Facility • Margo: still obviously enjoys eating and drinking. Attends art class.
Consistently happy. Does not recognize family, no longer reads. Speaks, but speech is fairly devoid of meaning.
• Sheri: significant dysphasia, eats by herself, but needs encouraging, enjoys chocolate ice cream, non-ambulatory. Enjoys taking care of her doll. In no obvious pain or distress.
• Walter: no social interaction, difficult to interest in food and fluids. Does not express interest or pleasure in anything. Flat affect, mainly non-focal. Autonomy vs. Autonomy : Whose Autonomy matters?
• The "then-self" vs. the "now-self"
• Whose desires and wishes take precedence?
• Do Margo, Sheri and Walter HAVE autonomy?
The problem with autonomy • Autonomy seems to be the main concern for most • Try to reframe the discussion to one of Justice • Understand that you will participate in an injustice of some sort (don't pretend that the only ethical approach is to honor AD)
• Help families and proxies to "de-label" people with dementia 
Maximization of the effectiveness of cross-cultural encounters includes an awareness & sensitivity of the following:
• -Preferred Terms for Cultural Identity Ethics and Culture-What's Common?
• Living and working together (Japanese)
• Individual liberty (Western)
• Fulfillment of inherited duty (Hinduism)
• Importance of limited desires (Buddhist)
• Egalitarianism (Western)
• The duty to give alms to poor (Muslims)
• Human Rights (Western)
What is Good Life Transition
What is "Good Death?" 
Is VSED by AD "voluntary"?
• GIVEN: Volitional expressions of "competent" persons in the moment override prior advance directives • A terminally ill person with dementia may no longer be deemed "competent" or having capacity -yet may be able to manifest (apparently) volitional acceptance or rejection of offered feeding by caregiver -"Behavioral capacity"
• The choice to act upon an SED by AD is not a volitional act of the patient but rather a volitional act of the proxy.
• When it comes to eating, which has priority -volitional capacity of agent, or behavioral capacity of the resident?
Rationale for SED by AD: Includes "Best Interests"
"the authority of an advance directive to withhold lifesustaining food and water . . . Increases as the person's capacities to generate new critical interests and enjoy life decrease. . . ."
"implementing an AD is morally justified when the diminished subjective value of survival is outweighed by critical interests and respect for autonomy."
Menzel P, Chandler-Cramer C. Advance Directives, Dementia, and Withholding Food and Water by Mouth. Hastings Center Report 44(3), 2014:23-37.
A Rejoinder to SED by AD: An Inherent Conflict in all Advance Directives
"Menzel and Chandler-Cramer want to empower competent persons to impose potential discomfort and distress on a later self who will be unable to understand the reasons for that choice. In this situation, the price of respecting autonomy is paid by a frail incapacitated patient who has no idea why food and water are no longer offered to her. . . . "A focus on comfort would seem to support offering food and water to all patients who are willing and able to eat and drink." 
Challenging Substituted Judgment: Best Interests for
Incapacitated Persons? Dresser R, Robertson J. Law, Medicine & Health Care. 1989; 17(3) :234-244.
• "The orthodox approach to non-treatment decisions for incompetent patients is seriously flawed and should be scrapped. It mistakenly assumes that incompetent patients should be regarded as choice-makers when they are incapable of decision . . . By overlooking the conflict between past directives and current interests, it allows concerns with family stress and costs to override the real needs of incompetent patients, without an adequate evaluation of each."
• Dresser argues for a "best interests" standard for the care or incompetent persons; it focuses on the patient as she now is.
Conflict of Principles: Inherent Weakness of Mid-level Principilism
• Ethical principles (autonomy, beneficence, justice, non-maleficence) are prime facie, not absolute, constraints • Conflicts between principles are inevitable  Autonomy vs. beneficence  Autonomy vs. justice  "Past-self " autonomy vs. present-self (in the moment) autonomy • In SED by AD are we not overriding the "substituted judgment" (SJ) of patient behavioral preference in favor of SJ of another? • PJ: Why is it not possible to define a severely demented person's capacity to assent to eating or not by behavioral preference?
Approach to Weight Loss and Declining Oral Intake in Advanced Dementia • Offer feeding by hand at mealtimes • Provide feeding as long as resident is not showing signs of distress • If oral feeding causes sign of distress (or refusal), stop the feeding • Over time the ability to eat declines further • Premium is placed on comfort during feeding • PJ: Work with families to understand comfort feeding, natural trajectory of decline; reassure them of commitment to Hospice or Comfort Care approach when consistent with goals of care Comfort Feeding Only: A Realistic Policy for SNF to Address Declining Intake in Advanced Dementia?
• Responds to behavioral preferences of "the person in front of you"
• When a resident receives spoonfeeding, feed her
• When a resident rejects spoonfeeding, stop feeding
• No "forced feeding" -No PEG tube
• No "forced non-feeding" -Do NOT make staff the "food police"
Questions/Comments?
